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Framing the Public Health of Caregiving
| Ronda C. Talley, PhD, MPH, and John E. Crews, DPACaregiving has only re-

cently been acknowledged
by the nation as an important
topic for millions of Ameri-
cans. A psychological or so-
ciological approach to care-
giving services has been
most often applied, with little
attention to the population-
based public health out-
comes of caregivers.

We conceptualize care-
giving as an emerging pub-
lic health issue involving
complex and fluctuating
roles. We contend that care-
giving must be considered
in the context of life span
needs that vary according
to the ages, developmental
levels, mental health needs,
and physical health de-
mands of both caregivers
and care recipients. (Am J
Public Health. 2007;97:224–
228. doi:10.2105/AJPH.2004.
059337)

THE GOAL OF PUBLIC HEALTH
in the United States is to promote
healthy individuals living in
healthy communities, pursuing
quality of life rather than simply
absence of disease. The Institute
of Medicine1 designates the gen-
eral functions of public health as
assessment, policy, and assur-
ance. Quality research is an inte-
gral part of each of these endeav-
ors. Typically, whereas the
funding and authority for public
health initiatives come from the
federal government or state gov-
ernments, communities deal with
most of the burdens and practi-
calities of public health issues.

Caregiving has become an
issue that affects the quality of life
for millions of individuals and de-
mands attention from every com-
munity.2 Historically, scientists
and practitioners alike rarely
thought of caregiving as a public
health matter. Studies on caregiv-
ing often focused on social and
psychological dimensions, prima-
rily on the stress associated with
caregiving. However, over the
past 25 years, considerable schol-
arship has addressed multiple di-
mensions of caregiving. Pioneer-
ing work by Shanas,3,4 Sussman,5

and Brody6–8 helped map an
understanding of those who pro-
vide care and the richness and
paucity of caregiving relation-
ships. More recent investigations
have addressed coping strategies9

and the demands of caring for
people with dementia,10 and a
growing body of literature has
focused on health concerns asso-
ciated with caregiving11 such as
illness and caregiver burden.12

However, even with this abun-
dance of relatively new research,

surprisingly little attention has
been focused on framing caregiv-
ing from a public health stand-
point. Therefore, we sought to
conceptualize caregiving as an
emerging public health issue,
with the contention that there is
considerable overlap in the indi-
vidual needs of caregivers—the
foundation of an enormous sys-
tem of care in the United States
and around the world—and the
public health needs of many
communities and their members.

DEMOGRAPHIC AND
HISTORICAL FORCES

As the nature and functions of
caregiving have evolved, it has
become a critical and salient
issue in the lives of individuals in
all demographic categories. In
the 19th and early 20th cen-
turies, caregiving was typically
short term. In 1900, before an-
tibiotics were introduced, many
people died before reaching the
age of 45 years from infection-
related complications. Today, av-
erage life expectancy in the
United States is approaching 80
years, and most people die of
complications resulting from
chronic conditions.13 Improve-
ments in medicine and technol-
ogy have not only ensured
longer lives but also dramatically
increased the need for long-term
caregiving.

Within the US health care sys-
tem, a shortage of nurses and
other health care workers has
been accompanied by increasing
costs associated with hospitaliza-
tion and long-term care, leading
to patients with involved care
needs being discharged from

hospitals more rapidly than in
the past. In addition, recent med-
ical advances are saving the lives
of thousands of infants who will
require lifelong care for disabili-
ties or chronic illnesses. Since the
1960s, there has been a move-
ment away from institutionaliza-
tion and a push to provide care
for individuals within the com-
munity. The Supreme Court’s
1999 Olmstead decision encour-
aged this trend, mandating that
states provide care for the elderly
and individuals with disabilities
in the least restrictive environ-
ment possible.14

As a result of such pressure
from the health care system and
the courts, dependence on family
and other sources of caregiving
has reached a peak. In the past,
the overwhelming majority of
caregivers were women who
were not employed outside the
home. Today, women make up
half of the workforce but con-
tinue to face the bulk of caregiv-
ing responsibilities. In addition,
many working women are caring
simultaneously for their children
and their parents, and this and
other variations of intergenera-
tional care are placing increasing
pressure on the home care sys-
tem that women anchor. With
myriad responsibilities, family
caregivers need and deserve sup-
port from the nation’s public
health system to maintain their
own health.

The “graying” of the baby
boom generation, whose mem-
bers began to turn 50 years old
in 1996, will drive future care-
giver needs and caregiving solu-
tions. Baby boomers are pro-
jected to live longer than any
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previous generation, and the
number of people aged 65 years
or older is expected to double
between 2000 and 2030.15 El-
derly people will also increase as
a proportion of the population,
and people aged older than 85
years will be the fastest growing
segment of that group. Other dy-
namics within the older popula-
tion suggest more intensive care-
giving demands as well. For
example, today’s increased life
expectancies mean that many
65-year-olds will be caring for
their 90-year-old parents.

One of the miracles of the
20th century was the increase in
life expectancy among people
with disabilities. For instance,
first-year survival rates of chil-
dren with Down syndrome in-
creased from 50% during 1942
to 1952 to 91% during 1980 to
1996,16 and people with this dis-
ability are now living into old
age. Similarly, prior to World
War II, the average life expect-
ancy for someone with a spinal
cord injury was 14 months.17

Today people with spinal cord in-
juries can expect to live relatively
long lives. For most of our his-
tory, parents outlived their dis-
abled children; that is no longer
the case.

PUBLIC HEALTH
FUNCTIONS

The framework outlined in The
Future of Public Health,1 which
identified a variety of public
health functions at the local, state,
and national levels, is instructive
for conceptualizing caregiving in
the public health arena. As noted
earlier, a major function of public
health is to create the scientific
foundation necessary to inform
policies and interventions. Public
health science often involves
epidemiological investigations

addressing the magnitude, char-
acteristics, and distribution of a
given problem as well as health
disparities and determinants of
health.

A 2004 national survey con-
ducted by the National Alliance
for Caregiving (NAC) and the
American Association of Retired
Persons (AARP)18 gathered popu-
lation-based data on characteris-
tics of caregiving and caregivers
in the United States. The survey
results showed that 21% of peo-
ple aged older than 18 years
were caregivers, representing

44.4 million Americans. Seventy-
nine percent of care recipients
were aged 50 years or older;
20% were aged 18 to 49 years.
Duration of care averaged 4.3
years.

The joint NAC and AARP
study defined 5 levels of caregiv-
ing. “Level 1” caregivers devoted
relatively few hours each week (a
mean of 3.5) to providing care
and provided no care in the form
of help with activities of daily liv-
ing (ADLs). “Level 5” caregivers
were those with the heaviest bur-
den (a mean of 87.2 hours per

week), providing help with at
least 2 ADLs and more than 40
hours of care each week.18

Intensity of care provided pre-
dicted a number of problems re-
lated to health. For example,
35% of level 5 caregivers re-
ported their health as fair or
poor, compared with 12% of
level 1 caregivers. Also, level 5
caregivers were more likely to re-
port significant physical strain
than were level 1 caregivers
(46% vs 3%). Finally, level 5
caregivers were 4 times more
likely than were level 1 care-

A young boy and his sibling walk around a camp for internally displaced persons (IDPs) at the Paico IDP camp in
Gulu, Uganda. Nearly 2 million people have been forced to flee their homes and up to 12 000 people have been

killed in 2 decades of fighting during Northern Uganda’s civil war. Photograph by Jeff Hutchens. 
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givers to report significant emo-
tional strain.

Although the joint NAC and
AARP investigation provides
sound national data, there is
a lack of knowledge about
variations in caregiving health ef-
fects from state to state. Because
rates of disability vary consider-
ably between states, and because
elderly populations are increas-
ing rapidly in some states, it is
reasonable to expect that caregiv-
ing demands would mirror that
study’s findings by increasing
proportionately.

The health of both caregivers
and care recipients has been very
much on the minds of investiga-
tors. It has been shown, for ex-
ample, that the chief risk of insti-
tutionalization is not a decline in
the health of care recipients but
a decline in the health of family
caregivers themselves.19 It has
also been shown that individuals
with good sources of caregiving
support are less likely to be insti-
tutionalized than care recipients
without such support.20 Absence
of family caregiving is a leading
predictor of institutionalization.
In addition, studies indicate that
levels of disability are much
higher among individuals who
are institutionalized than among
those who are not.

Furthermore, several recent
studies have confirmed disparities
in health and preventive health
practices among caregivers, with
caregivers who provide more in-
tense caregiving services appear-
ing to be at greater risk. For ex-
ample, Shaw et al.10 found that
caregivers experiencing the physi-
cal stress of caring for family
members with Alzheimer’s dis-
ease who required assistance
with ADLs reported poorer
health than did family members
dealing with the psychological
stress presented by the disease.

Schulz et al.11 and Schulz and
Beach22 examined the results of
the Caregiver Health Effects
Study, which focused on care-
givers reporting mental and phys-
ical strain associated with care-
giving. In comparison with those
who did not report strain, those
who reported strain were 9-times
more likely to report not having
enough rest, 5-times more likely
to report not having enough time
to exercise, and 10-times more
likely to report not having
enough time to rest when they
were sick. In a companion study,
Burton et al.23 found that
spouses caring for a disabled
partner were less likely than
spouses not caring for a disabled
partner to engage in preventive
health behaviors, including get-
ting enough sleep, taking time to
recuperate, exercising, eating reg-
ular meals, keeping medical ap-
pointments, obtaining flu shots,
and refilling medicines.

Whereas caregiver morbidity
is a primary public health con-
cern, caregiver mortality is also
an issue in assessments of end-of-
life care. Christakis and
Iwashyna21 showed that care-
givers whose spouses received
hospice care were less likely to
die after their spouse’s death than
those whose spouses did not re-
ceive hospice care. For example,
5.4% of bereaved wives died
within 18 months of the death of
their husbands when their de-
ceased husbands did not use hos-
pice; 4.9% died when their hus-
band did use hospice.21(p465) Such
statistics reflect the need for care-
giver support and interventions
throughout the caregiving experi-
ence and beyond.

As noted earlier, many families
struggle with caring for children
with disabilities because these
children are typically living
longer. As with all care situations,

there are obviously many dimen-
sions of providing care for a child
with a disability. One involves
changing expectations and roles;
such experiences are well
documented, but we need to
be mindful that the nature of pro-
viding care for children with dis-
abilities is fluid and dynamic.
“Normal” expectations regarding
these children’s feeding, clothing,
and learning behaviors may be
complicated when they do not
reach milestones and exhibit ADL
limitations as they grow older.
As an example, unlike many
4-year-olds without disabilities, 4-
year-olds with disabilities may not
be able to dress themselves.

However, the youth of the par-
ents and the child can be a pro-
tective factor early in the child’s
life. The parents may be aged 30
years, the child aged 5 years, and
the grandparents aged in the 60s.
Conversely, 20 years later, the
5-year-old is aged 25 years old,
and the parents are aged in the
50s and perhaps caring for their
own parents, now aged in the
80s. Families caring for children
with disabilities face ongoing ad-
justments and ongoing stresses,
and such situations need further
study to frame intergenerational
care and disability issues from a
public health point of view.

ROLE OF PUBLIC HEALTH
IN CAREGIVING

Framing caregiving as a public
health issue gives rise to a num-
ber of central concerns. First,
caregiving is a life span experi-
ence, often associated with aging
and the roles of spouses and
adult children. Although there is,
of course, great variability in
caregiving experiences, many
parents provide care to their chil-
dren with disabilities, many adult
children provide care to their

frail or disabled parents, many
husbands and wives provide care
to their disabled spouses, and
child caregivers may provide as-
sistance to their siblings, parents,
or grandparents. Thus, caregiving
can take a lateral, upward, or
downward form.

Second, each experience in-
volves multiple health dynamics.
It is our assertion that if the care-
giver is healthy, the quality of life
of the care recipient will be sub-
stantially improved. Conversely,
a failure in the health of the
caregiver may mean that fragile
support systems collapse. In many
respects, physical and mental
health may be at the core of suc-
cessful caregiving. For example, in
the case of a wife whose husband
has a terminal illness, the stress of
years of providing care may reach
a threshold beyond which, how-
ever strong and well meaning, she
may face chronic health threats
associated with caregiving.24

We also contend that the bet-
ter their health, the more likely
caregivers are to sustain their
caregiving roles. This hypothesis
applies to caregiving roles rang-
ing from caring for a young child
to caring for an elderly individ-
ual. Intense caregiving lends it-
self to a variety of public health
concerns. For example, care-
givers may not obtain routine
health care or undergo health
screenings, and thus they may
encounter health problems that
could have been averted. They
may become depressed because
of the overwhelming demands of
caregiving. Or they may exhaust
themselves providing transporta-
tion in the local community or as
the long-distance caregiver of a
family member or friend.

The situations just described
may contribute to poorer health
for the care recipient as well. For
instance, if the caregiver falls
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FIGURE 1—A triadic model of caregiving: factors influencing the
care recipient, family caregiver, and professional caregiver team.

when moving the care recipient,
both may be injured. If the care-
giver is depressed or lacks en-
ergy and resilience, the care re-
cipient may not get out of the
house to participate in social ac-
tivities, thus reducing his or her
quality of life.

MOVING TO A SYSTEMIC
VIEW WITHIN PUBLIC
HEALTH

Over the past decade, a con-
ceptual model of care that de-
picts the complex and often
reciprocal nature of the care rela-
tionship has been refined.25 This
model, which takes into account
the strengths and needs of all
care partners, features a triadic
relationship among the family
caregiver, the care recipient, and
the professional caregiver. All 3
roles are acknowledged and val-
ued in terms of associated re-
sponsibilities and needs. Each

party brings to the equation a
dedication to participate as a re-
spectful and valuable care team
member. Of course, more than
one family caregiver or profes-
sional caregiver can be and often
is involved in care coordination
or provision. The triadic model
of caregiving allows for recogni-
tion of current and potential care
partners and their resources in
planning for care provision.

We have reconceptualized the
care triad within a complex sys-
tem of variables that influence
provision of support or services
to caregivers and care recipients
(Figure 1). Relationships among
family caregivers, professional
caregivers, and the care recipient
are embedded in the triad’s
framework of prominent forces
affecting health and well-being.
These forces can include socie-
tal, political, and scientific issues
that shape the context of care,
such as global disease burden,

demographic changes, health in-
surance coverage, and scientific
discoveries. Within this frame-
work, the care triad deals with a
variety of internal as well as ex-
ternal variables that facilitate or
inhibit the care situation, en-
hancing the chances for success
or hindering them.

We have identified health di-
mensions and consequences
among family caregivers, profes-
sional caregivers, and care recipi-
ents, but we have not yet framed
the experience of caregiving over
the life span as a public health
concern. If we were to think
about caregiving as residing in
the domain of public health,
what might be some logical ques-
tions? What specific steps would
be needed to integrate caregiving
into the public health agenda?

First, surveillance and epide-
miology are significant functions
of public health, and they are
concerns of central importance
to those attempting to develop
policies and practices for care-
givers. At present, we have only
fragmented population-based
knowledge about numbers and
characteristics of caregivers.
Moreover, we have virtually no
knowledge about caregivers at
the state level, where policies
and programs are generally
implemented.

Second, an examination of the
characteristics of caregivers
would allow us to identify dispar-
ities in health between those who
do and do not provide care.
Moreover, an exploration of
health dimensions might allow us
to better understand care recipi-
ents’ health status, needs, and
circumstances.

Third, core definitions of pub-
lic health center on the use of
scientific knowledge to develop
and disseminate interventions in-
tended to improve the health of

various constituencies. In this
case, can public health develop
community-based interventions
and affect national policies de-
signed to improve the health of
caregivers? And can improved
caregiver health result in im-
proved health of care recipients?

An additional part of the pub-
lic health agenda involves pro-
moting programs, services, and
solutions for the problems faced
by vulnerable groups. The
needs of caregivers are served
by federal and state legislation,
government-funded programs,
professionals in health care and
social services, and numerous
other sources. Because of
budget limitations of family
caregivers as well as outside
funding sources, priority must
be given to determining the ser-
vices and interventions that are
most useful to caregivers; that
is, there must be an evidence-
based approach to caregiver in-
terventions.

CONCLUSIONS

The concept of caregiving is
easy to grasp because it is such
a familiar part of life. Although
knowledge of caregiving and
caregivers has increased in
many areas, translation of that
knowledge has not followed in
caregiving practice or policy. We
need to reframe our notions
about caregiving to remind our-
selves of its life span nature. Our
attention has with reason been
drawn to the needs of the el-
derly, but that group represents
only one segment—albeit a large
one—of those who receive and
provide care.

The nature of caregiving will
become more complex as in-
creasing life expectancies tax the
ability of caregivers to provide
care. It is clear that caregivers
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carry a significant burden and
face many potentially serious
health problems. The challenge
for public health systems is to
understand more about those
caregivers who are particularly
vulnerable and why and then to
design and implement evidence-
based interventions to address
identified needs. Researchers
need to be at the forefront in un-
covering possible risk factors as-
sociated with the endless types of
caregiving situations. From a
public health perspective, it is
critically important to identify
the hazards of caregiving as well
as to develop potential improve-
ments and solutions.

Future research will provide a
foundation that supports the pub-
lic health system in ensuring the
delivery of appropriate, targeted
services to caregivers. More evi-
dence on efficacy of services will
be needed to meet public
health’s commitment to ensure
quality services. Linking care-
givers to available health care
and community services can help
promote their health. Moreover,
family caregiving, which depends
on deep relationships within the
context of family or friendship,
can be strengthened through
strong bonds with community,
agency, or professional care-
givers.26 Because a central goal
of public health is to reduce in-
equities within the health care
system, advocacy and legislation
may be necessary for overlooked
groups of caregivers.

Caregiving is an emerging
public health concern that will
personally affect virtually every
individual. The needs of care-
givers must be acknowledged by
the country’s public health offi-
cials and addressed in state and
local caregiver-directed pro-
grams. Caregiving, as a critical
public health issue facing our

nation, and caregivers, as an in-
creasingly significant portion of
the population, are worthy of
the attention of the country’s
public health system.
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